JenaprameHT 3apaBooxpanenus mrata Kaaudophus, otaenenne reHeTHIecKnX 3a00/1eBaHuii,
nporpaMma oocJieioBanusi HoBopoxaeHHbIX (NBS)
Nudopmanus u popma coriacus Ha yuacTue B Hccie0BaHu 3(PGeKTHBHOCTH TOMOJHUTEILHBIX BUIOB 00C/I€10BAHMI

Yuacrue, neab 1 METOAUKA

Bawm npeniaraetcst IpUHSITE y4acTUE B UCCIEI0BATEIbCKOM
TPpoeKTe, TPOBOAUMOM [lermapTaMeHTOM 3paBOOXPAHEHUS
mtata KannhopHus ¢ 1esbio olieHKN 3G (MeKTUBHOCTA
JOTIOTHUTEIBHBIX BUJIOB OOC/IEIOBAHU I, KOTOpPbIE
TIPUMEHSTIOTCS [UTST YCTAaHOBJICHUST HApyIIeHNU 0OMeHa BEIleCTB
Y HOBOPOXKIEHHBIX. B X01€ 3THX TOTIOTHUTETHHBIX aHATTN30B
OyIeT UCTOIb30BaH TOT Xe 00pa3eLl KpOBU, KOTOPBIiA ObLT B3SIT
paHee 7151 00s13aTeTbHOTO 00CTIeIOBaHNSI HOBOPOXKIEHHOTO.

Onucanue PUCKOB

Tonvko Bam 1 Baiiemy sieuaiiiemy Bpauy OyaeT HarmpaBieHO
YBEIOMJICHHE B CIIydyae HEOOXOTMMOCTH MOCIIEAYIOIIETO
HaOJIIOACHMS 1JIsI ITPOBEACHMST AMAarHOCTUKM U JiedeHust. Eciu
¢ Bamu cBskyTCs, TO BBI Oynmere HarmpaBieHBI K CIICIIUATIACTY
u Bam coob1ar o 3a0oeBaHnu 1 0 ero JieueHnu. HeoObraHbIi
pe3yabTaT aHaJIM30B He BCera O3HavyaeT HaJuyue HapyleHus.
(Ok0:510 90% MnameHLIEeB ¢ HEOOBIYHBIMU Pe3yJIbraTaMu
aHAJIM30B HEe UMEIOT HUKAKWX HapylieHnit.) CylecTByeT
Majiast BEpOSITHOCTb TOTO, UTO 3TU PEIKUE HApYLIEHUs He
OyIyT BEISIBIICHBI aHau30M. Eciu o6paselr KpoBH, B3SITHIA y
MJIAJICHIIA, OKAXKETCS HeIPUTOIHBIM JIUTSI aHAIIU3a, TO
JTOTIOJTHUTEIbHBIN aHAJIA3 TTPOBOAUTLCS HEe OyIIeT.

Onncanne npeuMyIecTs

Ecau Bl peivite MpUHSTE ydacTHe B JaHHOM
HCCIIeI0BaTeIbCKOM TTpoeKTe U 'y Baiiiero pedbenka oyner
00HapyXeHO OJTHO M3 BHILIECYMOMSHYTBIX HAPYLIEHUI, TO €T0
O6Hapy)KCHI/I€ M JICYECHUEC Ha paHHeﬁ CcTagu MOXET
MpeaynpeauTb HACTYTUIEHUE Cepbe3HOM (Pu3nuecKkoi u
TICUXUYECKOM MHBAJIMJIHOCTU WUJIN JaKE€ CMCPTHU.

Bb1 10JKHBI 3HATDb, YTO ITPU HEKOTOPLIX TAKUX HAPYHICHUAX
CYLIECTBYIOHICEC JICHCHUE MOKET OKa3aTbCA HeE)(I)(I)eKTI/IBHbIM B
NpeaynpeXxacHUN BCEX CUMIITOMOB, CBA3aHHBIX C HAPYIICHUEM.

IIpuHuMas yuacTrie B MccaeqoBaHuM, Bel momoraere
MporpaMMe 00CIIeIOBaHKsI HOBOPOXKICHHBIX IITaTa
KanmnbopHus B IPUHATAM PELIECHUSI O TOM, UCCIEI0BaHIE
KaK¥X HAPYIIEHWH CIeAyeT BKIIOUYNUTH B CTAHIAPTHOE
o0OcienoBaHue B OyayieM. DTo IPUHECET MOJIb3Y
HOBOPOXKIEHHBIM, CTPAaJAIOIINM JAHHBIMKA HAPYILIEHUSIMU.

Coenacue

Bosnarpaxnenue
y‘IaCTBy}OHH/Ie B HACTOALIEM ITPOCKTE HE IMMOJY4YalOT HUKAKOIo
BO3HarpaxacHusd.

KonduneHumaabHOCTb TaHHBIX B X0/1€ UCCJIe0BAHUS
Ecau Ber peIacTe NMNPUHATH Y4aCcTUC B JaHHOM
UCCICA0BATCIbCKOM IIPOEKTE, TO Bbr JaceTe corjiacme Ha
rnepenavy Bceil MEIMLIMHCKON MH(MOpMalliK, Kacalolencst
JICYCHMU s, paCXOI0B U IOCJICAYIOLIETIO yXo/aa, OTACJICHUIO
TeHEeTUYEeCKUX 3a00/iIeBaHU I B Cilyuae OOHApyKEeHUSI
HapylmcHUMsA. HpI/I HCBO3MOXHOCTHU IMOJYYECHUA JaHHBIX U3
MHOI'0 UICTOYHHMKA CBA3AaThCA MOI'YT HEITOCPEACTBEHHO C Bamu.
Bcest cobpanHas nHpopMaiisa OyneT XpaHUThCS B TaiiHe W HE
6leeT nepeaaBaTbCsd HUKOMY 0e3 Barmero nucbMeHHOTO
corjiacus 3a UCKIIIOUEHUEM TEX C1y4yaceB, KOIJla paCKpPbITUE
WHGOPMAIIMK pa3peliaeTcs Win TpeOyeTcsl Mo 3aKOHY 1lTaTta
wiu denepaabHOMY 3aKOHY.

Bpen

Bam peGeHOK HE UCIIBITACT HUKAKNX JOIMMOJTHUTCJIbHBIX
HCYZ[06CTB, KpoMe OOBIYHO IIPOBOJAMMOTO ITPpU CTaAaHAAPTHOM
O6CIIeI[OBaHI/II/I HOBOPOXKICHHBIX 3a60pa Ha aHaJI1u3
KaHHJIJISIpHOfI KpPOBU U3 IIATKHU.

Bomnpocst

Co BceMH BOIIPOCAMU OTHOCUTEILHO JAHHOTO UCCIIEIOBAHMS
Bb1 MokeTe oOpalaThest K cBoeMy Bpauy win K George
Cunningham, TOKTOpY MEIULUHEI, MATUCTPY
3IPaBOOXPAHEHUS, 3aBEAYIOIIEMY OTICICHNEM T€ HETUIECKIX
3a00JIeBaHMIA, 11O TesteoHy GecriaTHOM TMHUY (866) 954-
BABY (866-954-2229) 1iu 10 371€eKTPOHHOM MOYTEe
msms@dhs.ca.gov.

JlodpoBosbHOE yuacTHe

Barmre yuactue B tTaHHOM MCCIIEIOBAHUH SIBIISIETCST
J0OPOBOJIBHBIM, U €CJIM BBI pelnTte 0TKa3aTbest OT yyacThsl B
HeM, TO He TOoTepsieTe MpaBa Ha KaKue-T1n0o0 ToTydaeMble
JILIOTHI WK YCIIyTU. Baiil pebeHoK OyaeT nmpoaoyiKaTh
MPOXOANTH CTAHAAPTHOE 00CIeA0BAHNE 1151 HOBOPOXKIEHHBIX.

AJIIbTepHATHBBI

Ecnu Bel He xoTUTE IIPUHUMATDb Y4aCTUEC B JaHHOM ITPOECKTE,
HO XKEJIACTE INIPOBECTU OOINOJIHUTECIIBHOC O6CJ'[€I[OB21HI/IC B
YyacTHOI 1abopaTtopuu, To Bai Bpau, mepcoHan 60JbHULIBI
WNJIN OTACJICHUS TEHETUYECKUNX 3a00JIeBaHUIT (3BOHI/ITC o
YKa3aHHOMY BbIllI€e TeehOHY) OKaxXyT BaM B 3TOM ITOMOYb.

4 mostyunsia u mpousia JInOo MHE ipousn Oporropy Important Information for Parents about the Newborn
Screening Test (“BaxHast undopmarust aJ1s1 poauTesieil 00 00c/1eq0BaHiN HOBOPOXK AEHHBIX ), JaHHY0 (DOpMY
corsnacus u foKymeHT California Research Participant’s Bill of Rights (“bunie mrata Kaymdophust o mpaBax
YYaCTHUKA MCCIIGAOBAHUS ), U 5T TIOJTyYnJIa YOOBJIETBOPUBIINE MEHSI OTBEThI HA BO3HHUKIINE BOMPOCHI.

Ilepconaa poduavnozo doma npedocmasum Bam dannyio gpopmy, komopyro 3amem
Bac nonpocam noonucamo.
He noonucwieaiime ee 6o epems 00podosvix nocewyenuil gpaua.

[] Ja, s xouy, umo0vt moli pebeHoK yuacmeoea 6
dannom uccaedosanuu.

|:| Hem, s ne xouy, umo6vt moii pebenok ynacmeosas 6
Jdannom uccaedoganuu.
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obecrnieuennn), Health Resources and Services Administration
(YmpaBieHue CPEeICTB U YCIIYT 31paBooxpaHeHus) u Department of
Health and Human Services (MUHUCTEPCTBO 31paBOOXpAHEHUS U
COLIMANILHOTO 00ecTIeyeHNs).

Jlama



BUJIJIb IITATA KAJIAAMOPHHA O ITPABAX
YYACTHHKOB HCCJIEAOBAHHUHU

JIro6oit uestoBeK, KOTOPOMY MPENJIOKUJIA YUACTBOBATh B KaYeCTBE OObEKTa B HAYYHOM HCCJIEIOBAHUHI UJTH
KOTOPOMY NPENJIOKIJIN JaTh COIJIache OT JIMNA APYroro YeJI0BeKa, NMEeT CJIeIyOIIIe MpaBa:

a)
0)

B)

r)

n)

e)

[osryunThb MHMOPMAIHIO O XapaKTepe H UeJISIX HCCIISIOBAHUS.

[TosryunTh 00BSACHEHNE METONOB, KOTOPbIE MOJIZKHBI HCTIOJTH30BAThCS B XOIE MCCJIEIOBAHNS, A TAKXKE OMICAHUS
JIFOOBIX JIEKAPCTB U YCTPOICTB, KOTOPbIE OyIyT NPUMEHSIThHCS.

[NosryunTh onucanue JIFOOBIX COMYTCTBYIOLINX HEYAOOCTB, a TAKXKe PUCKOB, KOTOPbIE MOT'YT BO3HHKHYTb B XOIE
UCCJIEIOBaHUS.

[HosryunTh 00BACHEHNE JTFOOBIX MOJIE3HBIX 9(PPHEKTOB, KOTOPHIE OOBEKT MOXKET MOJTyUUTh B Pe3YJIbTaTe
HCCJIEOBAHNS, €CJTH TAKOBbIE HMEIOTCS.

TostyunTh MHGOPMALHIO IO JTFOOBIM MOAXOMSIINM aJTbTePHATHBHBIM METOOAM JICUCHHUSI, JIEKAPCTBEHHBIM
npenaparam HJIH YCTPOiicTBaM, KOTOpbIE MOT'YT OBbITh 00Jiee 0JIarONpHsITHBIMU [J1s1 OOBEKTa, a TaKXKe Mo
CBSI3aHHBIM C HUIMHU pUCKaM U NoJie3HbIM dhbpexTam.

IosyunTts nHGOPMALHIO O CMOCOOAX MEIUIMHCKOrO JICUEHHUST, €CJTH OHH CYILECTBYIOT, KOTOPBIMH OOBEKT
MOZKET BOCIIOJTb30BaThCS MOCJIe OKOHYAHUS UCCJIEAOBAHNS B CTydae BOBHUKHOBEHHUS OCJIOKHEHHIH.

MMmeTs BO3MOXKHOCTD 3aaBaTb Jr00bIe BONPOCHI, KaCarOIUECA UCCIICAOBAHNA HJTH UCIIOJIb3YEMbBIX METOOOB.

3HaTh, UTO COIVIaCHe Ha YUacTHe B HAYUHOM HCCJISIOBAHHN MOXKET OBITh OTO3BAaHO B JIFOOOIT MOMEHT M OOBEKT
MOXET MPEKPATUTh CBOE yUaCTHE B NCCIICOIOBAHUN O0e3 KaKoro-nbo ymepda a1 ceds.

[TosryunTh 3K3eMIISIP MOAMICAHHOH (DOPMBI MICbMEHHOT'O COIVIACHS C MPOCTABJICHHO! HaTOil.

[TosTyunTh BO3MOXHOCTD IPUHAMATH PEIICHNAE O COTJIACHU MJTH HECOTUTACUH Ha YUacTHe B UCCJICTIOBAHHN, HE
MOABEPrasiCh BO3ACHCTBHUIO KAaKUX-JINOO 3JIEMEHTOB HACUJINSI, MOIIICHHHYECTBa, OOMaHa, IaBJICHHS,
MPUHY K ICHUS NJIH HEMTPABOMEPHOT'O BJIMSHHS HA PEIIeHNe 00ObhEeKTa.



